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Abstract
Background
We conducted an NIHR-funded evidence synthesis project, reviewing evidence relating to interventions for perceptual disorders following stroke. This related paper describes how people with lived experience of stroke-related perceptual disorders contributed to and influenced the project, and identifies lessons for future review projects.

Methods
We planned our patient and public involvement and engagement (PPIE) activities within a study protocol, described according to the domains of the ACTIVE framework; these were founded on principles for good practice in PPIE. Activities occurred across the lifespan of the project, consisting primarily of group discussions and voting to determine if there was consensus. To assess impact and individual experiences, we sought feedback using an evaluation form after each discussion, and conducted an online meeting at the end of the project to allow further reflection.

Results
We recruited five people to a Lived Experience Group, including two stroke survivors and three carers. Members attended one face-to-face meeting during the development of the review. Subsequent activities were all held online due to the COVID-19 pandemic; with six online meetings, plus email interactions. Positive impacts of the Lived Experience Group on the reviews included clear definitions of key terms, selection of outcome measures, agreement on implications of review findings, and identification of research recommendations. Key challenges identified related to the complexity of the topic and challenges in the use of new online technology as a consequence of the COVID-pandemic.

Conclusions
A number of lessons were learned during this project. Specific recommendations for future PPIE are to ensure that those involved have an opportunity to get to know one another, and to provide optional sessions to increase familiarity with online meeting software, clear explanations of the purpose of involvement and specific feedback after each activity. These lessons should be considered when planning the PPIE within future reviews.

Plain English summary
We reviewed research into treatments for disorders of perception after stroke. These disorders reduce a person’s ability to recognise and understand information from their senses. We involved people affected, to ensure that (i) their experiences were reflected and (ii) this complex topic was treated in a clear and understandable way. This paper discusses their involvement, the impact it had, and the lessons learnt.
We involved five people affected, within a dedicated ‘Lived Experience Group’. Two members were stroke survivors, while three were carers. Their activities spanned the whole duration of the project. An initial face-to-face meeting with the entire research team was followed by six online activities (because of COVID-19 related restrictions) and email communication.
The Lived Experience Group had a clear impact on the review. This included creating clear definitions of key terms, selecting which tests of treatment effectiveness were most important, determining the real-world meaning of the review findings, and agreeing the recommendations for stroke survivors, clinicians and researchers based on these findings. Key challenges were the complexity of the topic and terminology, the difficulty of using new technology, and the loss of personal connections arising from this mode of working.
This study demonstrates how online involvement can successfully engage stroke survivors in research. It also suggests strategies to improve future work, such as providing time and support to both practice new technologies, and for social engagement.
Supplementary Information
The online version contains supplementary material available at https://​doi.​org/​10.​1186/​s40900-024-00637-4.
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Background
PIONEER (Perceptual disorders after stroke intervention evidence review) was an NIHR-funded evidence synthesis project which explored interventions for perceptual disorders in stroke [1]. Perception is the ability to interpret and understand information from our senses (such as vision, taste, hearing, smell and somatosensation, which involves awareness of body position and temperature [2]). Perceptual disorders can affect up to 74% of persons living with stroke (referred to as stroke survivors within the remainder of this paper) [3] and cause difficulties during their everyday lives by limiting understanding of the information received through the senses [4]. The provision of rehabilitation can be challenging ; due to the range of senses involved there are a broad range of potential treatments, provided by a range of different health professionals [5]. This is particularly evident in community services where stroke survivors may receive input from more generic, interprofessional teams [6]. Stroke survivors report a lack of understanding of what perception is by healthcare professionals [7], and poor care provision [8]. The PIONEER project aimed to inform strategies to improve care by synthesising the current evidence relating to interventions for perceptual disorders in stroke survivors. It consisted of a scoping review to bring together all evidence in this field [5] and an update of an existing Cochrane systematic review [9] to synthesise evidence of effectiveness of interventions for perceptual disorders following stroke, both of which will be published in the NIHR Journals Library.
Patient and Public Involvement and Engagement (PPIE) now forms a central and integral role within healthcare research. PPIE involves the conduct of research in active partnership with patients, carers and members of the public, with contributions from members of the public influencing and shaping the research [10]. While terminology varies and can be contested, it is widely believed that when people who have lived experience of the healthcare topic of interest work together with researchers this can bring a wide range of benefits to the research [11]. For example, the research may have greater focus on what matters most to people affected by the healthcare topic, and the relevance of the research conducted may be improved. Studies concur that it may be advantageous to involve people with lived experiences of stroke in the planning and conduct of stroke research, as this may improve research relevance, impact and dissemination [12, 13] and could also have positive benefits for stroke survivors [14]. The phrase ‘stakeholder involvement’ has commonly been used to refer to the involvement of any interested person or group who is affected by a healthcare topic [15] but due to historical links to colonialism is now considered a problematic term and consensus is being sought on alternatives [16]. While we recognise that this term is not globally acceptable, consensus has not yet been reached on an alternative term and, consequently, within this paper we use ‘stakeholder’ to refer to involvement of wider groups of people (e.g. clinicians, researchers).
It is recognised that PPIE is good practice when conducting research focused on evidence synthesis, including systematic reviews [17]. PPIE in systematic reviews should adhere to wider recommendations for good practice relating to PPIE in healthcare research, including national standards [18] and guidance for reporting [19]. There is also some specific guidance relating to methods of involving people in systematic reviews such as the systematic review chapter in the Guidelines international Network [20], Cochrane’s “Involving People” resource [21] and the ACTIVE framework for describing involvement in a review [22]. However, there remain known uncertainties around best practice for, and impact of, PPIE in systematic reviews [16, 23]. Consequently, reports of examples of PPIE within specific systematic reviews can be informative, helping establish an evidence-base for PPIE in evidence synthesis. In this paper we report the PPIE within the systematic reviews conducted as part of the NIHR-funded PIONEER project. Our aim is to describe how people with lived experience of stroke-related perceptual disorders were involved in our review, to explore the impact they had on the reviews, to reflect on the process, and to identify lessons for future review projects.

Methods
We conducted two evidence syntheses; a scoping review and a Cochrane systematic review. Methods for the conduct of these evidence syntheses are published elsewhere [5, 9]. To gain involvement of people with a range of perspectives and experiences, we worked in partnership with a Lived Experience Group, comprising a small group of volunteers who contributed throughout the project. We also worked with a group of clinicians with expertise of perceptual disorders but in this paper, we report our plans for the Lived Experience Group, and their involvement in the PIONEER evidence syntheses. We have used the GRIPP2 reporting checklist [19] to ensure the comprehensiveness of our reporting (Additional file 1) [19]. 
Approach to involvement
Our involvement of the Lived Experience Group was founded on principles of research co-production, appreciating everyone’s contribution, making joint decisions and working together to complete the evidence syntheses [24]. We used a structured involvement approach based on the ACTIVE framework [22, 23], the Involving People resources [21], and involvement approaches used in previous systematic reviews [25]. One author on this paper (DJN) has both lived experience of perceptual problems after stroke and expertise as a health service researcher. He was a co-applicant on the NIHR-funded PIONEER project, played a key role in planning and conduct of PPIE within the project, and has contributed to all aspects of the conduct and writing-up of the project and to this paper.
We used the ACTIVE framework [22] to guide our plans to key elements, as summarised below:
(i) Who was involved?
We planned to form a Lived Experience Group comprising between five and eight people, aged 18-years or over, who had experience of perceptual problems following stroke, either as patients or as their carers / family members, including parents of children with perceptual problems following paediatric stroke. We sought representation of a range of perceptual disorders, but there were no formal additional criteria in place. Our decision to recruit 5–8 people was based on prior experience of the size of group that enables full involvement and inclusion of a range of views, balanced with the feasibility and resources of a project of this type.

(ii) How were people recruited?
Lived Experience Group members were recruited via online advertising (www.​peopleinresearch​.​org) and through the established PPIE network of the co-applicant team. Initially, accessible information was provided on the nature of the project, and what involvement would include. Criterion checking (stroke survivor or carer with experience of perceptual issues) and further discussion with potential PPIE members took place via telephone calls which included clarification of project information (nature and duration of tasks), payment processes and communication preferences. This process also gave lived experience group members the opportunity to ask questions. We planned to continue recruitment until a minimum of five group members were confirmed. One person was thanked for their application but declined due to a conflict of interest based on their parallel involvement in a similar project.

(iii) What was the mode of involvement?
The ACTIVE framework describes ‘one-time’ involvement as “an approach that involves stakeholders at a specific stage of a review”, and highlights that this may occur at multiple stages in the review process; ‘continuous’ involvement is defined as “the involvement of the same stakeholders throughout the whole process” and can comprise a ‘partnership approach’ in which people contribute regularly through an advisory group [22].
We planned to combine a series of one-time activities, in which the Lived Experience Group were involved in key review-related tasks, with continuous involvement, in which group members maintained regular contact with the project team and provided oversight of the project progress. We planned to hold two face-to-face meetings, one at the start of the project and one following completion of evidence synthesis, supplemented by virtual meetings held at least once every three months. Within these meetings we planned to complete key ‘one-time’ activities, each with specific aims:
	A.
Defining key terms. Aim: to agree definitions and terminology and to decide how these can best be applied in the review process.

 

	B.
Prioritisation of outcome measures. Aims: to identify the ways that perceptual impairments can impact people’s lives (to inform future selection of outcome measures); and to generate a shared ranking / prioritisation of outcome domains (to select primary and secondary outcomes for the Cochrane review).

 

	C.
Interpretation of review results and identification of clinical implications. Aims: for both the scoping review and Cochrane review, to discuss the meaning of the results and reach agreement on the key findings and what these mean to people with lived experience.

 

	D.
Prioritise research recommendations. Aims: to identify research gaps and prioritise recommendations from the review findings.

 




For all our activities we planned to create information packs that were written to be understood by laypeople and to provide copies of presentations prior to meetings. Presentation slides were designed to be clear and uncluttered. In addition, we planned to use current low vision guidance [26] and clinical optometry experience to ensure all written materials were accessible to those with visual problems. We planned that a speech and language therapist would review all materials to ensure the accessibility of the language used.
For the project meetings we planned to use practical techniques to facilitate group member input including the use of a facilitator with expertise in lived experience involvement, agreement on ground rules based on mutual respect, and use of a timekeeper to ensure meetings ran to time, with scheduled breaks. To ensure that we provided optimal opportunities for meaningful engagement and discussion, we planned pre-meeting information packs, with the goal of enabling members to prepare in advance of meetings, to help prevent information overload during meetings, and to aid timely completion of meeting activities. For each of the activities, we planned to facilitate consensus using techniques based on the Nominal Group Technique [27] as this provides a structured method that is democratic, fosters equal participation, can help generate new ideas and ensure that everyone has an equal voice [28, 29]. We planned to invite individuals to generate, share and discuss ideas on key topics, followed by rounds of voting and ranking to explore consensus.
In addition, we planned to involve the Lived Experience Group in writing tasks, including writing of plain language summaries and planning knowledge translation activities. For these tasks we planned to communicate via email.

(iv) What was the level of involvement at each stage in the review process?
The ACTIVE continuum of involvement [22] describes ‘control’ as “Working in partnership with researchers, with varying degrees of control or influence over the review process. Making decisions and/or controlling one or more aspects of the review process, in collaboration with or under the guidance of the review authors.” ‘Influence’ is defined as contributions that may result in changes to the review, but without direct control. ‘Contribution’ is defined as a lower level of involvement, providing input that may indirectly affect what researchers do within the review process.
The ACTIVE framework identifies 12 stages of a systematic review. Table 1 lists the stages and summarises when and in what way the Lived Experience Group were involved in ‘one time’ activities, and the intended ‘level’ of involvement. In addition, continuous involvement was planned, with the project team maintaining contact through email and providing regular updates on project progress, and providing opportunities for the group members to contribute to project decisions.


Training
To ensure that our Lived Experience Group felt equipped with the necessary skills to be able to actively participate in shared decision-making, and to provide opportunities for personal development and growth as recommended by NIHR [30], we provided basic training for the group members on systematic reviews during our first face-to-face meeting. This included an introduction to the use of evidence to answer research questions, including different types of research studies and the purpose of systematic reviews, plus additional project information such as project aims and stages and the potential role of Lived Experience Group members. If additional training needs were identified we planned to address these by signposting freely accessible online training resources (e.g. Cochrane Consumers) or by delivering teaching and mentoring sessions in response to individual needs.

Evaluation
Using a reflective approach to working together [30], we sought feedback on the involvement and engagement of our group members using an evaluation form after each meeting (Supplementary File 1) and by asking for feedback at the end of meetings. We sought feedback on aspects that worked well and areas to improve upon, as well as what group members felt their level of influence had been within the session. In addition, at the end of the project we had a final meeting to allow group members to reflect more broadly on their experience of involvement. Meetings were audio-recorded, and researchers listened back to these to identify data (in the form of quotations) which provided reflection on the successes and challenges of involvement. The purpose of the audio-recordings was to aid us in our reflections and was not considered to be part of our research data: words and quotes reported in the reflections section of this paper are included to explicitly incorporate the reflections of the Lived Experience Group members on these topics, but no qualitative data analysis has been conducted.

Payment
We paid group members for both their preparation time and involvement. We used UK guidance [31] to determine the level of payment provided for time spent in each activity, and paid eligible expenses. Our PPI budget amounted to 3.9% of the total project fund including to support one stroke survivor co-applicant. PPI involvement was facilitated by a senior researcher, principal investigator and research assistant.

Ethical approval
Although PPIE activities often do not require ethical approval [32], due to the nature of our activities and our plans to collect data (e.g. in the form of votes) and record discussions (e.g. to identify important outcomes), we sought and were given approval from the GCU School of Health and Life Sciences Ethics Committee (HLS/NCH/19/021).


Results
Who was involved?
In addition to our co-applicant, we recruited five people with lived experience; two people were stroke survivors and three people were carers of stroke survivors. One of the carers was the parent of a paediatric stroke survivor.

How were people involved?
Table 1 summarises the one-time activities undertaken by the Lived Experience Group members through the course of the PIONEER project with additional information on the principles of good practice used and outcomes achieved in Supplementary Files 2 and 3. The project started in January 2020, immediately prior to the start of the COVID-19 pandemic. Consequently, we only held one of the planned face-to-face meetings and all other interaction used an online meeting format (via Zoom). This led to some changes in the organisation of activities, as what had been planned as a series of practical activities, carried out face-to-face over the course of a full day, had to be changed to more frequent, but shorter, on-line meetings supplemented by off-line (email) communication. In addition to our original plans for provision of clear project materials, following feedback we developed and introduced a glossary of frequently used clinical and research terms.
A. Definition of key terms: A full-day meeting was held with regular breaks timetabled and discussion paced throughout the day. Initially there were introductions, presentations on the project background (including training around what a systematic review is), and discussion around the roles and responsibilities of the group members. Following this there were discussion and consensus activities around definitions and terminology; the group discussed an international definition [33, 34] of perception in vision, visuospatial, hearing, taste, smell and touch and generated a lay definition through discussion. A practical activity using slips of paper to classify and group different descriptions of perceptual disorders was conducted, and definitions of individual senses were reached through group discussion. Voting, using paper slips, was conducted after each activity to determine if there was consensus. We took care to avoid rushing through activities, ensuring everyone had an opportunity to contribute. This did mean that we did not cover everything we hoped to achieve; the prioritisation of outcome measure activities had originally been planned as part of this meeting, but we did not have time to complete this.
B. Prioritisation of outcome measures: During an online meeting, we formed lists of areas where members of our Lived Experience Group reported that perceptual disorders impacted their lives or those they cared for. Following the meeting the research team grouped areas of impact into similar themes and created a list of matched outcome measure categories. These were tabulated and emailed to group members who individually ranked each of the categories from 1 (most important) to 17 (least important). The rankings of the Lived Experience Group were combined with rankings of other stakeholders (clinical and research experts) and used to inform how to present data within the scoping review and the outcomes included within the Cochrane review.
C. Interpretation of review results and identification of implications: Four online meetings were held; the scoping review results were discussed at two meetings, the Cochrane review results at a third, and overall implications at a fourth. Prior to the first meeting, stakeholders were sent a written, lay summary which included the main results of the scoping and Cochrane review together with the presentation slides that would be used in the meeting. This information included textual summaries, bullet points of main findings together with the results of the statistical analysis. At each meeting the presentation summarised review findings before the group members were asked for feedback on three key questions: (i) What in their opinion were the key findings? (ii) What did these key findings mean to people with lived experience? and (iii) What gaps in the evidence were there? These discussions were used by the research team to incorporate different perspectives to the interpretation of review findings into publications. In particular, the group members expressed feelings of disappointment at the lack of high-quality evidence in this field, with one-member summarising this as a “disconnect between research, clinical practice and the ongoing needs of stroke survivors”.
D. Prioritise research recommendations: The final project tasks involved reaching consensus on the top priorities for future research relating to perceptual problems after stroke. Prior to an online meeting, group members were contacted by email and asked to submit research questions and gaps, based on their consideration of the review findings. In addition, the research team went through notes and transcripts from previous meetings and extracted any proposed research gaps, questions and recommendations. The identified research gaps were tabulated together with information on when the gap had been identified e.g. during a Lived Experience Group meeting and circulated in advance. During the meeting, previously submitted and identified research gaps were presented and group members were asked if any important questions or research gaps were missing; wording of any new questions was agreed. Nine research gaps were identified; these all related to perception as a ‘whole’, rather than to individual senses. Following the meeting, a consensus activity was carried out by email, with group members asked to rank these nine gaps on a scale from 1 to 9 with 1 being the most important area. As a prompt, group members were given the introductory statement: “A good way to think of it is to imagine you had £500,000 for a project – what would you want to spend it on?”.
Table 1Summary of patient and public involvement activities conducted (supplementary file 4 provides additional information on numbers of researchers and clinical experts who also took part in these activities


	Stage of review (from ACTIVE framework)
	Activity
	Date of activity
	Mode
	Number of Lived Experience Group participants
	Planned ‘level’ of involvement with the Lived Experience Group (LEG)
	Perceived ‘level’ of involvement

	1. Develop question
2. Plan methods
3. Write & publish protocol
	A. Definition of key terms
	January 2020
	Face-to-face meeting (full day)
	2
	We aimed for the LEG to have control over the definition of key terms and the selection of outcomes for the reviews. Through the definition of key terms (Activity A) we aimed that the LEG should influence the development of the search.
	Influencing

	 	B. Prioritisation of outcome measures
	May 2020
	On-line meeting (2 h)
	5
	 	Influencing

	 	 	August 2020
	Email; ranking exercise
	4
	 	Controlling

	10. Interpret
findings
11. Write &
publish
12. Knowledge
translation
& impact
	C. Interpret review results and identify implications
	September 2020
	On-line meeting (2 h)
	4
	We aimed for the LEG to influence the interpretation of findings and the text of the published reviews.
	Influencing

	 	 	May 2021
	On-line meeting (2 h)
	5
	 	Influencing

	 	 	November 2021
	On-line meeting (2 h)
	4
	 	Influencing

	 	 	November 2021
	On-line meeting (2 h)
	2
	 	Influencing

	 	D. Prioritise research recommendations
	December 2021
	On-line meeting (2 h)
	2
	 	Contributing

	 	 	February 2022
	Email; ranking exercise
	4
	 	Influencing


Italics has been used to indicate that this is terminology taken from the ACTIVE Framework and the level of involvement indicated by PPIE members




Reflections on involvement
Throughout the project
Evaluations collected after each meeting highlighted what those involved thought had been good, and not so good, about the activities and the manner in which they were able to contribute. During a final reflection on their engagement in this project, members of the Lived Experience Group described their involvement using the words interesting, rewarding, relevant, supportive and educational.
Throughout the project ‘perception’ was a challenging concept for people to understand and was described as being a field full of “complicated jargon”. People found it difficult to distinguish which stroke related problems directly related to their sense of perception and problems which related more generally to life after stroke. However, the lay definition agreed at the start of the project was considered useful, and was repeatedly referred to during later meetings. During review of written materials, such as the plain language summary, the group members were cognizant of trying to help others understand this complex topic. One member commented“I’ve tried to simplify things a bit, and I’ve struggled with the way that certain things have been worded….” (Lived Experience Group member).


People involved appreciated feedback and evidence of direct impacts were perceived positively. For example, the people involved were aware that their input had impacted on the review outcome measures, with one member stating that it was good to see that their input was “embedded in what’s been done”, while another spoke passionately about the importance of their input, and the potential impact that their involvement may have:“I really would like to think that something would come out of this study, in terms of just getting basic things at the beginning when somebody has a stroke….” (Lived Experience Group Member).


The use of voting to confirm consensus, which was used in different ways throughout the project, was perceived positively and helped the Lived Experience Group feel valued and listened to:“[I] felt listened to and free to share my opinions. [It was] an open and supportive environment, people interested and contributions valued with different activities, voting was well organised”. (Lived Experience Group member)


In exploring the results of the reviews, the group members became aware that most research studies measured aspects of perceptual function as the main outcome, while in contrast our main outcomes related to ability to carry out and participate in activities. This demonstrated the direct impact of the Lived Experience Group, who felt that they had an element of control over the selection of outcomes for the Cochrane review.

Face-to-face meeting
The Lived Experience Group reflected positively on the one face-to-face meeting, which they felt provided a good opportunity to meet each other and the wider project team. It also provided time to discuss the role of the group and share perspectives and experiences; however, some of the terminology relating to perception was considered challenging and the original agenda was too ambitious for the time available:“Use of technical language and jargon but that’s maybe unavoidable, a briefing on technical language would be good”. (Lived Experience Group member)
“Participants found the day challenging (although enjoyable). There wasn’t enough time to work through all items on the agenda and if [more] information had been sent in advance this might have helped. It was a lot to cover by including six senses … a larger voice for those with a lived experience was required”. (Researcher).



Impact of COVID-19 pandemic and online meetings
The majority of this project took place during the COVID-19 pandemic, and stakeholders acknowledged that they were struggling with use of technology, the move to virtual meetings and with the impact of lockdown on their lives more generally. We provided additional support to enable Lived Experience Group members to use online communication platforms such as Zoom and spent five two-hour online meetings covering what we had originally planned to cover in one face-to-face meeting.
The lack of face-to-face interaction and move to online meetings was perceived negatively and the people involved would have preferred face-to-face meetings:“Had it been non-COVID times it would have been much better, as we’d actually have been able to meet. Well, Zoom, and the like types of meetings are good, they’re not the same as face-to-face interaction.” (Lived Experience Group member).
“…it’s been a bit of really hard battle to actually do anything and everything was online…you don’t get that personal touch, you know the patient impression you don’t pick them up on the body language. You know, for me, it’s difficult… But, face-to-face I’m happy with”. (Clinical expert)
“Internet connection wasn’t sufficient for a few participants”. (Lived Experience Group member)


Furthermore, the perceptual impairments of some of the people involved caused practical problems with online interaction:“I did have some problems with some of the charts, and the way that some of the information was laid out and screen…. that was quite difficult for me. And obviously that’s because [of] my vision…” (Lived Experience Group member).





Discussion
Summary of findings
Our Lived Experience Group were an integral part of the research team and were actively involved throughout this NIHR-funded evidence synthesis project focussed on perceptual disorders following stroke. They contributed to key tasks at pre-planned stages of the review using a range of different methods of involvement including face-to-face and online meetings, and in voting and ranking activities.
The involvement of the Lived Experience Group impacted on the reviews in number of direct ways. Specifically;
	consensus was reached on definitions – and lay definitions - of key terms and these were used throughout the project including in the search strategy, selection of studies, data synthesis and interpretation of findings;

	important outcomes were identified and prioritized, directly impacting the selection of outcomes of interest for the Cochrane review;

	reflections on the review results generated a list of implications and research recommendations which were integrated into the discussions in the review reports, ensuring that published implications reflected the views of people with lived experience.




Further, members of the Lived Experience Group read and commented on drafts of plain language summaries, leading to clarifications in wording and content of the final published summaries.
Reflecting on their involvement, group members revealed a number of positive feelings, both in terms of personal interest and reward and also in terms of a perceived beneficial impact on the evidence syntheses. However, members of the group did find that aspects of involvement were challenging, particularly the move to online meetings during the COVID-19 pandemic. The visual perceptual impairments of people with stroke caused difficulties during online meetings, with some people struggling with the format in which information was presented.

Lessons learned
The people involved were asked what they would change to improve their experiences of involvement. Specific recommendations for improving involvement in future projects were:
	1.
Make sure people know one another. The group members highlighted that it can feel more intimidating to speak with people you don’t know. They emphasized the importance of taking time to get to know each other. In relation to meetings that involved professionals as well as people with lived experience, a pre-meeting of patient / carer members was recommended, providing people with an opportunity to share experiences and build understanding with other members of the group.

 

	2.
Support on-line meetings. While a preference for face-to-face meetings was made, the advantages of on-line meetings (e.g. no travel) were recognized. Having optional sessions to increase familiarity with the on-line format and be able to receive support on how to use various features within on-line meeting software was recommended.

 

	3.
Provide clear explanations of the purpose of involvement. People involved in this project understood the value of their involvement when they later saw the review. However, they recommended that it would be beneficial if this was more clearly explained, enabling them to understand why their input was required and how it was going to impact the research that was conducted.

 

	4.
Give detailed feedback after each activity. Despite the research team attempting to provide feedback on the impact of involvement, this was done informally and in an ad hoc manner. Reflections from the people involved highlighted that it would have been beneficial if this feedback had been provided in a more structured and specific way; for example, after each meeting providing a clear statement of (i) what was discussed/achieved/agreed during the last activity and (ii) the impact or influence that this will have on the research.

 





Strengths and limitations
Our approach to PPIE used current UK guidance, ensured suitable reimbursement for time involved, used an established method to plan and describe how people were involved, and used relevant reporting guidelines [19]. We also reflected on the involvement process, by collecting written feedback after meetings and discussing what had and what had not gone well. However, we only involved five people with lived experience, arguably meaning that our findings were shaped by the particular experiences of this group. For some meetings this meant that only a small number of Lived Experience Group members were in attendance (for example only 2 attended the in-person meeting). Therefore, a breadth of views is unlikely to have been captured however all information recorded at meetings (including decisions) were circulated to the full Lived Experience Group for comment. Our planned level of involvement for our Lived Experience Group members was achieved for all activities (Table 1) with the exception of definition of key terms where members felt they had influence (captured via feedback forms) rather than control. This may have been due to the limited number of Lived Experience Group members able to attend the in-person event.
Very few feedback forms were returned by stakeholders following the meetings. The research team reflected that this lack of formalised feedback may be due to the number of project meetings that were taking place within a short period of time, and that stakeholders were prioritising preparation for and attendance at the meetings over requests for paperwork.
The COVID-19 pandemic and the move to online / remote interaction only limited the activities and impacted involvement in this project. The people with lived experience highlighted the pandemic as a key limitation in their ability to engage and contribute to activities. However, having been involved in activities both before and during lockdowns, the people involved in this project are uniquely placed to compare and contrast the different modes of engagement.
Only one person with lived experience of stroke contributed to the writing of this paper. Ideally all members of the Lived Experience Group would have been invited to participate in forming this paper. Unfortunately, the research team had insufficient time or funding resources to facilitate this. For future studies we should ensure that we plan appropriately for PPIE contributions to paper writing beyond the end-date of the project.
This paper describes and reflects on one experience of patient and public involvement in an evidence synthesis project. It is important that lessons learned from this project are considered alongside lessons from other evidence synthesis projects. The need to develop clear guidance to support best practice in the involvement of people with lived experience, and other stakeholders, in evidence syntheses has been internationally recognised. An international consortium is currently developing guidance for stakeholder involvement in healthcare syntheses [16].
The work being conducted by this international consortium includes a suite of evidence syntheses [35] which will bring together lessons learned from evidence synthesis projects around the world. Furthermore, in September 2023, Cochrane demonstrated its commitment to supporting best practice in the co-production of evidence syntheses, launching a Cochrane Co-production Methods Group [36]. These initiatives should support important advances in knowledge relating to optimal ways of involving people in future evidence syntheses.


Conclusions
Five people with lived experience of perceptual problems after stroke contributed to a review of evidence on this topic. They were involved in one face-to-face meeting and, due to the COVID-19 pandemic, a series of remote activities, including online meetings, voting, prioritisation and reviewing written materials. Their involvement impacted on definitions of key terms used in the review, the selected outcome measures, the research recommendations and the writing and presentation of the reviews. Reflecting on their involvement, people described this as interesting, rewarding, relevant, supportive and educational, but also challenging. Key challenges related to the complexity of the area of research and the move to online meetings. Specific recommendations arising from this project and informing future PPIE are: ensure that the people involved have an opportunity to get to know one another; and provide support for online meetings, clear explanations of purpose of involvement and specific feedback after each activity.

Acknowledgements
We would like to acknowledge the invaluable contribution of our Lived Experience Group stakeholders, including Rosalind Jack. We also wish to acknowledge the input of clinical experts Professor Carl Philpott, Dr Gera de Haan, Dr Christine Johnson and Dr Kathleen Vancleef, and of the wider research team Dr Charlie SY Chung, Dr David Gillespie, Dr Kris McGill and Dr Linda Williams.

Author contributions
ATB, MB, PC, DJN and CH were involved in designing the work; KT, ATB, and CH were involved in acquiring and analysing the data; KT, ATB and CH led in the drafting of this manuscript.All authors were involved in interpretation of the data, and revising the manuscript.

Funding
This project is funded by the National Institute for Health Research (NIHR; Health Technology Assessment programme [NIHR 128829]) and will be published in full in the NIHR Journals Library Health Technology Assessment journal. Further information is available at https://​fund-ingawards.​nihr.​ac.​uk/​award/​NIHR128829. The views expressed are those of the author(s) and not necessarily those of the NIHR or the Department of Health and Social Care. Information on the full PIONEER project, including some participant quotes featured in the article, originally appeared in our NIHR report published in the NIHR journals library.

Data availability
The datasets generated and/or analysed during the current study are not publicly available, but are available from the corresponding author on reasonable request.

Declarations
Ethics approval and consent to participate
Ethical approval for PPI activity was provided by Glasgow Caledonian University’s School of Health and Life Sciences Nursing Department Research Ethics Committee granted approval (HLS/NCH/19/021). Members of the Lived Experience Group gave written consent for the recording and reporting of anonymised data.

Consent for publication
Not applicable.

Competing interests
KT has declared an honorarium and travel expenses for the Occupational Therapy Show, consultancy fees from NHS Fife and a Global Challenges Networking Grant.ATB is co-convener of the Cochrane Co-production Methods Group, and a co-investigator on a CIHR-funded project focussed on engagement in healthcare systematic reviews.MB has declared grant funding from the Chief Scientist Office and the Health & Social Care Delivery Research (NIHR132895) programme. PC has declared funding from NIHR (NIHR128829; NIHR128470; NIHR132895; NIHR153425) and Chief Scientist Office (Scotland; HIPS/21/03LD and SH declare no competing interestsDJN has declared being employed for an SME Medical Device Company (Metix Medical) for two years (May 2019-July 2021) as the Medical Science Liaison winning an Innovate UK award for the Business-led innovation in response to global disruption (de minimis) funding application stream. This evaluated the utility of a prototype high acuity monitoring device. He was the grant holder, project lead and drew a salary from this project. He is also an employee of Healthcare Improvement Scotland since July 2021 and is attached to the SIGN team. In 2018 he received travel expenses to present at the Association for Borderlands Studies World Conference.CH has declared personal funding from the Stroke Association UK, via a non-clinical Lectureship (SA L-NC 20\100003) and grant funding from NIHR Research for Patient Benefit programme (PB-PG-0418-20040), and Fight for Sight/Stroke Association.


[image: Creative Commons]Open Access This article is licensed under a Creative Commons Attribution 4.0 International License, which permits use, sharing, adaptation, distribution and reproduction in any medium or format, as long as you give appropriate credit to the original author(s) and the source, provide a link to the Creative Commons licence, and indicate if changes were made. The images or other third party material in this article are included in the article’s Creative Commons licence, unless indicated otherwise in a credit line to the material. If material is not included in the article’s Creative Commons licence and your intended use is not permitted by statutory regulation or exceeds the permitted use, you will need to obtain permission directly from the copyright holder. To view a copy of this licence, visit http://​creativecommons.​org/​licenses/​by/​4.​0/​.

References
	1.
Christine, Hazelton et al. Interventions for perceptual disorders after stroke: a scoping review, Cochrane systematic review and priority setting project (PIONEER). National Institute of Health and Care Research; In.


	2.
Mercier L, Audet T, Hébert R, Rochette A, Dubois MF. Impact of motor, cognitive, and perceptual disorders on ability to perform activities of daily living after stroke. Stroke. 2001;32(11):2602–8.CrossrefPubMed


	3.
Edmans J, Towle D, Lincoln N. The recovery of perceptual problems after stroke and the impact on daily life. Clin Rehabil. 1991;5(4):301–9.Crossref


	4.
Rowe FJ. Stroke survivors’ views and experiences on impact of visual impairment. Brain Behav. 2017;7(9):e00778.CrossrefPubMedPubMedCentral


	5.
Hazelton C, McGill K, Campbell P, Todhunter-Brown A, Thomson K, Nicolson DJ, et al. Perceptual disorders after Stroke: a scoping review of interventions. Stroke. 2022;53(5):1772–87.CrossrefPubMedPubMedCentral


	6.
Aquino MRJ (Ryc), Mullis R, Moore C, Kreit E, Lim L, McKevitt C It’s Difficult, et al. editors. There’s No Formula: Qualitative Study of Stroke Related Communication Between Primary and Secondary Healthcare Professionals. Int J Integr Care. 2020.


	7.
Surya N, Someshwar H. Rehabilitation in perceptual disorders in stroke patients. SVOA. 2020;1–9.


	8.
Falkenberg HK, Mathisen TS, Ormstad H, Eilertsen G. Invisible’ visual impairments. A qualitative study of stroke survivors` experience of vision symptoms, health services and impact of visual impairments. BMC Health Serv Res. 2020;20(1):302.CrossrefPubMedPubMedCentral


	9.
Hazelton C, Thomson K, Todhunter-Brown A, Campbell P, Chung CS, Dorris L et al. Interventions for perceptual disorders following stroke. Cochrane Stroke Group, editor. Cochrane Database Syst Rev. 2022 Nov 3 [cited 2024 Mar 26];2022(11). https://​doi.​org/​10.​1002/​14651858.​CD007039.​pub3


	10.
NIHR. Briefing notes for researchers. NIHR. 2021 [cited 2023 Jul 9]. https://​www.​nihr.​ac.​uk/​documents/​briefing-notes-for-researchers-public-involvement-in-nhs-health-and-social-care-research/​27371


	11.
Hoddinott P, Pollock A, O’Cathain A, Boyer I, Taylor J, MacDonald C, et al. How to incorporate patient and public perspectives into the design and conduct of research. F1000Research. 2018;7:752.CrossrefPubMedPubMedCentral


	12.
Brown J, Baer G, Cameron S, Jackson K, Lamouline C, Morley R, et al. Stakeholder involvement in a Cochrane review of physical rehabilitation after stroke: description and reflections. Cochrane Evid Synth Methods. 2023;1(10):e12032.Crossref


	13.
Charalambous M, Kountouri A, Phylactou P, Triantafyllidou I, Annoni JM, Kambanaros M. The views of people living with chronic stroke and aphasia on their potential involvement as research partners: a thematic analysis. Res Involv Engagem. 2022;8(1):48.CrossrefPubMedPubMedCentral


	14.
Aries AM, Bailey P, Hunter SM. The mutual benefits of patient and public involvement in research: an example from a feasibility study (MoTaStim-Foot). Res Involv Engagem. 2021;7(1):87.CrossrefPubMedPubMedCentral


	15.
Concannon TW, Meissner P, Grunbaum JA, McElwee N, Guise JM, Santa J, et al. A New Taxonomy for Stakeholder Engagement in patient-centered Outcomes Research. J Gen Intern Med. 2012;27(8):985–91.CrossrefPubMedPubMedCentral


	16.
Tugwell P, Welch V, Magwood O, Todhunter-Brown A, Akl EA, Concannon TW, et al. Protocol for the development of guidance for collaborator and partner engagement in health care evidence syntheses. Syst Rev. 2023;12(1):134.CrossrefPubMedPubMedCentral


	17.
Global Commission on Evidence to Address Societal Challenges. A wake-up call and path forward for decision-makers, evidence intermediaries, and impact-oriented evidence producers. McMaster University. 2022 [cited 2024 Mar 26]. https://​www.​mcmasterforum.​org/​docs/​default-source/​evidence-commission/​evidence-commission-report.​pdf


	18.
UK Public Involvement Standards Development Partnership. UK Standards for Public Involvement. 2019 [cited 2023 Jul 9]. https://​drive.​google.​com/​file/​d/​1U-IJNJCfFepaAOruEh​zz1TdLvAcHTt2Q/​view


	19.
Staniszewska S, Brett J, Simera I, Seers K, Mockford C, Goodlad S, et al. GRIPP2 reporting checklists: tools to improve reporting of patient and public involvement in research. Res Involv Engagem. 2017;3:13.CrossrefPubMedPubMedCentral


	20.
Guidelines International Network. GIN Public Toolkit. Guidelines International Network; 2021 [cited 2024 Mar 26]. https://​g-i-n.​net/​get-involved/​resources


	21.
Pollock A, Morley R, Watts. Chris. Involving People: A learning resource for systematic review authors. Cochrane; 2022 [cited 2024 Mar 26]. https://​training.​cochrane.​org/​involving-people


	22.
Pollock A, Campbell P, Struthers C, Synnot A, Nunn J, Hill S, et al. Development of the ACTIVE framework to describe stakeholder involvement in systematic reviews. J Health Serv Res Policy. 2019;24(4):245–55.CrossrefPubMed


	23.
Pollock A, Campbell P, Struthers C, Synnot A, Nunn J, Hill S, et al. Stakeholder involvement in systematic reviews: a scoping review. Syst Rev. 2018;7(1):208.CrossrefPubMedPubMedCentral


	24.
Hickey G, Brearley S, Coldham T, Denegri S, Green G, Staniszewska S et al. Guidance on co-producing a research project. INVOLVE; 2018 [cited 2022 Feb 10]. https://​www.​invo.​org.​uk/​wp-content/​uploads/​2019/​04/​Copro_​Guidance_​Feb19.​pdf


	25.
Pollock A, Campbell P, Baer G, Choo PL, Morris J, Forster A. User involvement in a Cochrane systematic review: using structured methods to enhance the clinical relevance, usefulness and usability of a systematic review update. Syst Rev. 2015;4(1):55.CrossrefPubMedPubMedCentral


	26.
RNIB. RNIB Clear Print Guidance. RNIB. 2023 [cited 2024 Mar 26]. https://​view.​officeapps.​live.​com/​op/​view.​aspx?​src=​https%3A%2F%2Fmedia.​rnib.​org.​uk%2Fdocuments%2FClear_​Print_​guidance_​2023.​docx&​wdOrigin=​BROWSELINK


	27.
Van De A, Delbecq AL. Nominal Versus Interacting Group Processes for Committee decision-making effectiveness. Acad Manage J. 1971;14(2):203–12.Crossref


	28.
Manafò E, Petermann L, Vandall-Walker V, Mason-Lai P. Patient and public engagement in priority setting: a systematic rapid review of the literature. Thompson Coon J Editor PLOS ONE. 2018;13(3):e0193579.Crossref


	29.
Young R, Sage K, Broom D, Broomfield K, Church G, Smith C. Using nominal group technique to advance power assisted exercise equipment for people with stroke. Res Involv Engagem. 2021;7(1):68.CrossrefPubMedPubMedCentral


	30.
Patient NIHR. and Public Involvement resources for applicants to NIHR research programmes. NIHR; 2019 [cited 2023 Jul 9]. https://​www.​nihr.​ac.​uk/​documents/​ppi-patient-and-public-involvement-resources-for-applicants-to-nihr-research-programmes/​23437


	31.
NHS Research Scotland. Patient and public involvement (PPI Guidance and Training. NHS Research Scotland; 2018 [cited 2024 Mar 27]. https://​www.​nhsresearchscotl​and.​org.​uk/​public/​help-shape-research/​patient-and-public-involvement-guidance-and-training


	32.
Jo Welsman R, Terry H, Burchmore. A brief guide to patient and public involvement and qualitative methods in health and social care research. NIHR Research Design Service; 2021 [cited 2024 Mar 26]. https://​www.​rds-nw.​nihr.​ac.​uk/​wp-content/​uploads/​2021/​11/​RDS_​Guide_​to_​PPI_​qualitative_​methods.​pdf


	33.
World Health Organization. International classification of functioning, disability and health: ICF. WHO. 2001. https://​www.​who.​int/​standards/​classifications/​international-classification-of-functioning-disability-and-health


	34.
World Health Organization. The ICF Browser. WHO. 2010 [cited 2022 Jun 9]. https://​apps.​who.​int/​classifications/​icfbrowser/​


	35.
MuSE Consortium. 2023. https://​methods.​cochrane.​org/​equity/​projects/​multi-stakeholder-engagement-muse


	36.
Cochrane Methods. Launch of the Co-Production Methods Group. 2024 [cited 2024 Jan 8]. https://​methods.​cochrane.​org/​co-production/​news/​launch-co-production-methods-group




Publisher’s note
Springer Nature remains neutral with regard to jurisdictional claims in published maps and institutional affiliations.


OEBPS/navigation.xhtml

    
      Contents


      
        		Patient and public involvement in an evidence synthesis project: description of and reflection on involvement


      


    
    
      Landmarks


      
        		Body Matter


      


    
  

OEBPS/css/envelope.png





OEBPS/css/cc-by.png
() _®





OEBPS/css/sidebar.gif





